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This commentary is on the original article by Amin et al. To view this paper visit https://doi.org/10.1111/dmcn.13352. 
 
Amin et al.’s1 important paper considers the causes of mortality in individuals with tuberous sclerosis complex 
(TSC), and reports that those with learning disabilities are at significantly greater risk of early death compared to 
their peers with TSC who do not have learning needs. Patients with learning disabilities are known to be at 
higher risk of poor health across the lifespan compared to typically developing peers. The CIPOLD report2 highlighted 
the risk of premature death for people with learning disabilities, following the publication of the MENCAP 
reports3,4 that identified the poor care which contributed to their deaths. Males died 13 years sooner and females 
20 years sooner than their non-disabled peers. However, many of the people with learning disabilities in the study 
were reported to have a collection of difficulties, so it was hard to identify which specific factors led to death. Amin 
et al. correctly suggest that one reason for a higher death rate within the group who had a learning disability was the 
possible inability of clients to be able to identify symptoms indicative of disease progression and difficulties in 
communicating to others any changes in health. Future studies should investigate specific diseases and 
disorders in relation to people who have a learning disability. This could assist the medical management of a 
condition and direct attention towards implementing preventative intervention to maximize best health outcomes. 
People with learning disabilities are often dependent on others to interpret their needs and to check their health. 
This is important as the Department of Health (Corporate Plan) 5 identified that health inequalities need no longer 
exist, although it seems that from Amin et al.’s study there are still ongoing lessons to be considered and learned. 
Firstly, people who have a learning disability remain a group where there is a high level of unrecognized illness, 
and where there remains reduced access to preventative health screening and health promotion training. Secondly, 
health care professionals need to consider when and how to share this information with others in education and 
social care who are involved in caring for someone with TSC. People with learning disabilities have specific needs: 
these include understanding how to communicate symptoms of poor health and dependence to a carer or other 
significant person, and to identify and then convey the particular problems that are occurring. Attention needs to be 
given to the communication styles of people with learning disabilities in relation to interpreting differing states that 
could be indicative of poor health. Additionally, if people use augmentative and alternative communication, health 
care professionals (in particular speech and language therapists) need to ensure that people with learning disabilities 
have been taught how to express relevant concepts related to poor health. They must also have access to advocates 
who can support them to access information. It is not just people who have learning disabilities who need additional 
support, as the median age of death of the sample was 33 years (interquartile range 26–46) highlighting the seriousness 
of the disease progression in people who have TSC. Information about specific acute conditions as identified 
in Amin et al.’s paper need also to be in accessible formats for children, young people, and those who do not 
have a learning disability. 
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